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Senator Sam Cotten

TO: Senator Arliss Sturgulewski, Chair
SENATE H.E.S.S. Committee

FROM: Senator Sam Cotten
DATE: January 24, 1992
RE: SCR 29 Designating April 19 -25, 1992 as "Bone

Marrow Donor Week"

As indicated by the title, this resolution would designate
April 19 - 25 as "Bone Marrow Donor Week™". I introduced SCR
29 in order to bring more attention to the efforts being made
to promote involvement in the bone marrow donor program.

Bone marrow transplants are used to successfully treat
leukemia and other blood-related diseases. This particular
week was selected at the request of the Blood Bank of Alaska
to coincide with "National Organ Procurement Week™.

Last year this committee passed a similar resolution. I am
pleased to note that the Blood Bank of Alaska, the Eagle River
Lions and Lionesses and numerous other groups were able to
take advantage of the legislatively designated week and
increased public awareness and involvement in the bone marrow
donor program.

During Bone Marrow Donor Week in 1991 there were a number of
events conducted throughout the state. One very successful
activity was a type-testing drive right here in the capitol
building which Rep. Betty Bruckman and her staff spearheaded.

Although the bone marrow donor program is an ongoing effort,
designating one week in April will help increase the level of
public awareness and facilitate promotional activities.



SCR 29 PACKET CONTENTS

SPONSOR STATEMENT

Article 4/25/92 Chugiak-Eagle River Star

Article 4/25/92 Chuqgiak-Eagle River Star

Letter of support for NBMDP, First Lady Barbara Bush
Article 10/8/90 Business Week

Blood Bank of Alaska Donor Information

National Bone Marrow Donor Program, General Information



BLOOD BANK OF ALASKA. INC.
d000 LAUREL STREET ¢ -NCHGRAGE ALASKA 99508 07> 563-3110

BLOOD BANK OF ALASKA INCONJUNCTION WITH
PUGET SOUND BLOOD CENTER
UNIVERSITY OF WASHINGTON SCHOOL OF MEDICINE

CONSENT TO JOINA VOLUNTEER MARROW DONOR REGISTRY

Patrick G. Beattv, M.D., Associate Professor of Medicine
(206) 292-1897

Franc A. Fallico, M.D., Blood Bank of Alaska Medical Director
(907) 563-3110

INVESTIGATORS* STATEMENT

Purpose and Benefits

Leukemh and aplastic anemia are fatal diseases of the blood which can be treated with chemotherapy,
immunotherapy, and/or irradiation. In some instances, bone marrow transplantation is the treatment of choice.
Marrow transplantation permits the use of much greater doses of chemotherapy or irradiation in leukemic
patients to destroy as many malignant cells as possible. Since these doses also destroy the patient’s ability to
make new cells, normal marrow must be provided from a healthy donor to rescue the patient. Most patients
who might benefit from such treatment do not have a matched sibling available asa donor. We are recruiting
a large number of volunteer unrelated bone marrow donors into a registry that would only be accessible to
authorized personnel for matching potential donors with transplant candidates. There is no direct benefit to

you as a result of joining the Bone Marrow Donor Registry.

Procedures

To be considered for the registry, a potential marrow donor must be between the ages of 21 and 55 and
in good health. Entry in the registry does not commit a potential donor to donation. It only gives registry
personnel permission to contact a potential donor for further discussion and additional blood tests if a closely
matched patient is identified. Even at that time, the potential donor's name will not be released to the
patient, the patient's family, or the patient's physician without the written permission of the donor. Although
the potential donor has a legal right to withdraw at any point in the selection process, once the patient's pre-
transplant chemotherapy and radiation treatments have been started, there exists a moral obligat'on to follow
through with the marrow donation. The doses of drugs and irradiation are lethal to the patient without
Marrow rescue.

Volunteers for the bone marrow donor registry will be asked for their name, address, telephone number,
birth date and, at their option, social security number (social security numbers will be used only for
identification purposes). If blood has not already heen drawn in the course of a routine blocd donation, 4
teaspoons of blood will be drawn for tissue typing. Volunteers will be contacted approximately every two years
to confirm continuing interest and update the address list. Registry data shall be kept locally. It is possible
that @ marrow donation may be shipped to recipients elsewhere in the United States.

31.000 BANKS
LOOD CENTERS

=0
=
[
=
_|
—~<
oo —



Risks, Stress or Discomfort

At such time as you may be found to be a suitable match for a specific patient, the risks of the hone
marrow aspiratior procedure will be discussed in detail. In brief, these include the risks of general or local
anesthesia and the anticipated pain, soreness and bruising from the needle punctures through the skin into
ihe hip. The insertion of a needle to draw blood may cause temporary discomfort and a bruise may form at
ihe site where the needle enters the vein. Details may be found in the accompanying information” package.
An additional consent form describing the aspiration procedure will be provided for Signature at that time.

Other Information

There will be no costs to You for HLA typing or for entering your name in the marrow registry. .Any
eXPenses would be covered by the patient recelvm(_1 the marrow. You are free to refuse to participate and to
withdraw from the study at any time without penalty or loss of benefits to which you are otherwise entitled.
Your identity will be kept confidential with only authorized local registry personnel having access to your
identifying data. Your registry data will be maintained on file until you reach age 55.

INVESTIGATOR'S SIGNATURE
DATE

SUBJECTS STATEMENT

You may perform HLA typing on a research blood sample drawn from me. [ agree to allow my name
HLA typing information, and results of an?/ virology testing to be placed into a local registry at the Blood
Bank of Alaska and also at Puget Sound Blood Center. | understand that my HLA type, but’ not my name,
will also be entered into a national registry. | will not be charged for havm(i my blood HLA typed or for
having my HLA type entered into the registries. | may be contacted by the local registry personnel about
further blood drawing and tissue typing if a patient who may benefit from my bone marrow is identified. This
registry consent does not Rl_ace me under any obligation to"proceed with the donation process. | voluntarily
consent to participate in this study. | acknowledge receipt of a signed copy of this consent form. | have had
an opportunity to ask questions. "I understand that future questions | may have about the research or about
subject’s tights will be answered by a Blood Bank of Alaska representative.

SUBJECTS SIGNATURE  (For informational purposes only: keep this for vour records.)
DATE

cc: Subject



Occg people have douaicd, can they donate again? _ .
Bgca 5e the body repFaces the (}gnated bone marrow, it is medically possible to donate more than once. Although it is

unlikely that someone would be cal'ed again, it's possible that a former“marrow donor will later be found to match another
patient. However, it is unlikely that we Will ask a donor to give more than once to the same patient.

What are the risks for te donor? ) L. . .
It Is possible to nave a had reaction to anesthesia, including sudden fall in blood pressure, aonormal heart beats and very

rarely, de%th. However, to date, over 2000 bone marrow transplants have been performed is Seattle without a donor fatality.
There have been rare instances of temporary co.T.plicanonssu' 1as fevers or greater than expected bleeding from aspiration

SIes.

INFORMATION ABOUT MARROW TRANSPLANTATION

\Wha_needs booe marrow transplants? . . e .
Bone marrow tiansplants aPe Used to treat patients with aﬁ)lastlc anemia (a disease in which the body stops producmﬁ

blood cellst and some types of leukemia (a cancer of the blood). . In both of these diseases, replacing the bone marrow wit
new, healthy marrow has markedly increased the chances of clring the patient's disease.

How is the patient prepared for the, transplant? . _
For the patient, preparation begins well in advance of the transplant. The patient's diseased bone marrow is destroyed

throu%;h the use of a combination of radiation and chemotherapy treatments. _
AL this #omt, there is,no turning back for the patient. The miarrow-clestroying treatments are fatal in themsewes, unless

healthy marrow 1S immediately transplanted.

Ilow_dq patients receive the marrow?

. Patients receive the marrow much as if it were a blood transfusion. The marrow, a liquid resembling whole blood, is
imnsfuscd intravenously into the, patient's bloodstream. The transplanted n rrow naturally ?rafts Itselfwiihin the patient’s
bones, replacing the préviously diseased marrow. During the transplant procedure the patient experiences virtually no pain.

What arc the first signs that the transplant is a suceess? . :
Once ttfqe csonat_e marrow enters t%e patients B?oodstream through transfusion, it takes about twoweeks to see the first

evidence of a graft, indicating that the new marrow has started to grow in the Patlent A noticeable rise in the patient’s white
ood cell couint is the first sign that the graft has occurred. The white bload cell count will continue to' increase, and
eventually there will be evidence of marrow production of platelets and ted cells as well as white cells

What comphcatioos cloes the patient experience? » _
In addition to side effects caused by chemotherapy and radiation treatments used to prepare the patient for transplant

nausea, vomiting, hair 10ss, diarrhea, and ?Ppetlte suil)pressmn there are several compllcauons that ma[y, result from the
ransplant itself. “These nclude rejection (o graft occurs): gréft-versus-host disease (the new marrow tries to reject the

patient's body and causes infection and inflamniation); infection (the result of destro¥|n the patient’s enure immune system
In preparation for transplantation); and relapse ( the original disease reappears in the one marrow).

Can such cotnpticatkxa be treated successfully? o _
Most of these complications have been tréated successfull¥. Response to treatment is directly related to the severity of

the problem, In the most severe cases the patient’s chances for survival arc poor.

May the donor meet the patient who receives his or her booe marrow?. ,
|fhoth parties are agreeable, gonors may meet their bone marrow reuPlent at such time after transplant that cnq_raftment

Is ensured and there arg no_ medical problems. However, donors are, told about the recipient's condition at the Time they
agree to donate and may, with me patient's consent, continue to receive progress reports during the patient's hospital stay

and beyond, if they wish.
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BLOOD BANK OF ALASKA
AND
PUGET SOUND BLOOD CENTER BONE MARROW DONOR PROGRAM

Previously, patients in need ofa bone marrow transplant could be helped only if there was a tissue-matched donor within
the family. Now, those without a matched related donor can be treated for such diseases as leukemia and aplastic anemia
by receiving bone marrow from a healthy, unrelated donor,

However, In order to locate suitable unrelated donors for patients who need marrow transplants, there must be a pool
of HLA-typed volunteers (HLA stands for human leukocyte antigen). The decision to become one of these volunteers
requires Serious consiceration.  This information Package 15 designed to provide you with answers to commonly-asked
questions about the marrow donation process and the transplant procedure. We hope this information will enable you to
make a knowledgeable decision about joining a volunteer bone marrow donor registry.

BONE MARROW DONOR INFORMATION

Who qualifies as a booe marrow dooor?

Unrelated volunteer donors. must be between 21 and 55 years of age and must pass a comprehensive. physical exam
Furthermore, their HLA type (tissue type) must match that of a patient who needs a bone marrow transplant.

What isan HLA type and bow is itused?, . . .
The HLA type classifies people according to marke.-antigens on the surface of their white blood cells. The marrow of

the donor whose HLA type matches that of the patient is much more likely to “take" than one that does not match,

What are the odds that an unrelated doner*s HL A will match that of a potential transplant candidate?
The odds arc between 1in 10,000 and { in 100,8635 that any two unrelated individuals will have matching HLA types.
Thus, It is critical to maintain a donmr file with as many members as possible to increase the chances of finding a matched

donor for every patient.

H d located? ) .
y tﬁouﬁﬂorﬁysmm prefer family members because they oftcr the greatest chance of a successful iransplant, only about

40 percent of those who need a transplant have, a compatible related donor. For the 60 percent who don't, we mustrecruit
donrs from the general population. Nationwick, a central registry of over 200,000 people has been started to meet the
country’s requirerient for unrelated bone marrow donors. A Worldwide goal of one million donors has been targeted.

What Iaborat%m arc used to match dooor and patient? . .
Everyone wno agrees to enter the registry has a blood sample drawn to getermine a preliminary HLA type. Later on,

if this preliminary typing indicates that a donor may match a transplant candidate, another blood sample wil"be drawn for
additional testing to confirm a perfect match.

How do mairhrri donors team marc about what"s involved in donating bone marrow?

Once the laboratory tests have confirmed that the donor is matched with a patient, the volunteer must decide whether
0 make the commitment iu donate. Arrangements will he made for him or her to meet with a Blood Bank of Alaska or

uget Sound Blood Center physician to discuss the donation process. . _

After discussing the donation procedure, the potential donor is asked if he or she will sign the hospital consent forms
nuthorizme the doriation of bone marrow.. At this poirt, the indivicual makes the final decision about donating before the
patient is started on rﬁ)re-t ansglant conditioning therapy. This is the_point of "no retum." The seventy of the treatment
means that, the patient will die without a bone " marrow transplant.. Two weeks before the_scheduled transplant date, the
patient begins chemotherapy and radiauon treatments designed to kill the diseased marrow. These treatments also allow the

donated marrow to implant in the patient's marrow cavities and grow.

Can a matched dooar say do? _
Decidling to participate na bone marrow transplant is a scnous matter for all concerned. There may be many reasons

for a potential donor who ts perfectly matched with a transplant candidate to say "no." These reaSons incltice such
conad_crauonsagpoor_health,_tlme Invalved, or concern about the risks. Even for relatcd-conor transplants, family members
sometimes decide against giving teir marrow.  Furthermore, whether potential donors acrce to participate of not. their
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identities remain confidential. Although the potential donor has a legal right to withdraw at an¥ point in the selection process,
once the Patlent’s pre-transplant chemotherapy and radiation treatrnentS h'we been started, there exists 3 moral obligation
to follow through with the marrow donation. The doses of drugs and irradiation are lethal to the patient without the niarrow

[ESCUe.

How_isa donor®s ?eallﬂ evaluated? . . | . . .. .
Once consent for the marrow donation |sv\%ven, donors unde(r]go a comglete p&slcal examination by a P ician wha is
0 IS not em by the Blood a

knowledgeable about marrow donation but ployed by the | enter or by the Transplant Unit. The
physician represents the donnr and determines that the donor's health will permit a safe transplant for both donor and

recipient.

IS the doooy required 10 follow any special procedures before giyir%ma_rrow? .
There is 110 need to, make anY changes in diet, work, or social habits_before the bone marrow donation, although we

usually recommend that iron tablets be taken for a few weeks before donation to expedite replacing the blood present In the
marrow. {ron taglets can cayse stomach irritation which r soIveE if the mediicine is stog)pfd. Also, durl_ng the week before
rocedure a aonor should not take any Unnecessaty risks such as riding motorcycles, fiying a small aircraft, etc. since his

! ep CEd .
health is vital for the patient.

What § the first step in becoming a volunteer marrow dooor?

The first step 1 to agree to participate Ina marrow transplant registry by completing the Bone Marrow Donor Data form
enclosed. \Nhen we receive 3{our completed form, we will contact ou to set up an dppointment to come In to the Blood

Bank of Alaska. Also, we will need to draw a blood sample for HLA typing.

If 1 register as a volunteer marrow dooor, what are my chances of actually being used as a dooor? |

There arc common and uncommon HLA types. i yours sa common _{Ype, the chences that yon will match a transplant
candidate arc much greater than if your ?/pe Is rare. It'S possible that you will never be called. But if you arc, you will always
have ihe opuon of deciding noi 10°donate.

LFIM found lo be a mrtchcd dooor and, agree to proceed, wbo coven my expenses?

Expenses incurred for medical examinations and hospital stay are peid by the transplant. patient's medical insurance.
Travel expensc3 and other non-medical costs arc also the patiem's responsibility. ”Life and disability insurance policies cove,nng
the procedure are provided by the. patient to the donor at no charge. Thé patient shall be, résponsible for any require
followup care of the donor 1 complications occur. Compensation for™loss of work is handled, if necessary, on a case-by-casc

basis with ihe donor's employer.

What"s involved in removin? the donor 3 marrow?

Bone marrow for transplantation is remqved from the hip bones during an aspiration procedure.. All donors receive some
lorm of ancsthcsia-either a general anesthetic, which puts you to sleep during the procedure, or a spinal anesthesia to deaclen
feeling in ihe area of ihe bodly where the punctures arc made ineach hip._ Twenty to thirty extractions of marrow arc made
E%rou h teach of these punctdres to draw the marrow out of the bones.” Typically, the dofation procedure lasts from 45 to

Minutes.

. Between 3 to 5 percent of the total bone marrow is removed, an amount not Iar%e enough to cause anemia. The donor
will also usually receive a pint of their own blood taken and stored one to three weeks beforé the donor's marrow donation,
\WMihin several"weeks, the marrow will be replaced by normal processes. Except for some soreness in the hips that may lasi

for a few daw, donors generally experience no other problems.

Wbcre will the dooaiioa take place?

Because a hl?hly trained physician specializing in marrow aspiration must perform the aspiration, donors from Alaska will
be flown to Seattle, where the aspiration will také place. All costs associated with the travel and hospitalization of the donor

will be covered by the patient's Insurance.

When and for bow long is the. dooor hosEitalize_d? . .
Typically, the marrow donor enters the hospital the day of the donation. Because of the effects of the anesthesia. and

ggcau)s/g theydonor’s hips may be painful from the aspiration of marrow, donors usually remain in the hospital for one to two
5.

After the donation, how long docs it lake to get bock to normal? . .
The lime required for a complete recovery vanes but most donors resume their usual activities in a few davs. Others

may take up to @ week but rarely longer.
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BONE MARROW DONOR DATA FORM

PLEASE RETURN TO THE BLOOD BANK OF ALASKA. INC.

Date:

Please provide the following information as you wish it to appear |In your BoneMarrow
Donor Program permanent file. Notify the Blood Bank of Alaska, Inc. of any name,
address, or telephone changes. [This information does not appear in the BoneMarrow

National Registry. Only vyour HLA typing data and an identifying code will appear
in the Registry.]

Name (print): L

Permanent Address:__

City State: Zip:
Social Security No.: Date of Birth:
Home Phone: ( ) Work Phone: ( )

Person(s) to contact 1if we cannot reach you at the above addressor phone number(s).
Please list as many names as possible.

Name: Phone:__ ( )
Name: Phone:__ ( )
Name: Phone: _ ( )
Name: Phone:__ ( )
Have you ever donated blood at the Blood Bank of Alaska? Yes No
Approximate date of last donation /
Month Year
Optional Information: Certain HLA types are more common 1in various ethnic

groups. Indicate which ethnic group you are a member of in order to assist in matching

donors witn patients.

1. Caucasian 5. Native American
2. Black 6. Hispanic

3. Oriental 7. Other

4. Alaska Native 8. Decline to Answer

B.B.A. USE ONLY:
Date and time HLA Specimen drawn:

u(UHU OF AMERIC

RICA OF DIO'i0 DANAS
MEMBER OF NATIO

N
HOUSE SROQRAM

==



AIDS INFORMATION SHEET

WHAT 1S AIDS? AIDS (Acquired Immune Deficiency Syndrome) 1s a condition 1n which the
body®"s normal defense mechanisms aoainst certain diseases or conditions are reduced.
As a result, patients often develoo unusual Infections, such as Pneumocystlc Dneumoma

or a rare form of skin cancer, Kaposi % Sarcoma.

WHO IS AT RISK? If you are an In”vidual 1n any of the following categories, or if you
are tne sexual partner of an individual in any of the following catergories, you are at

high risk of contracting the disease:

its signs and symptoms such as: unexplained weightloss;

0 Those who have one of
of Kaposi % sarcoma on or under the

night sweats; blue or purple spots typical
skin, or spots or unusual blemishes in the mouth; fever over 99 degrees for more

than 10 days; persistent cough and shortness of breath: swollen lymph nodes
lasting more than one month; persistent diarrhea; or individuals who have had

positive anti-HIV test results.

0 Past or present abusers of intravenous drugs.

0 Hales who have had sex with another man, even one time since 1977.

0 Parsons born in or emigrating from countries whereheterosexual activity 1is
thought to play a major role in transmission of HIV-2 infection (e.g., sub-Saharan
Africa, ana islands located near these areas of Africa).

Individuals with Hemophilia or related clotting disorders who have received
clotting factor concentrates.

0 Men and women who have engaged in sex for money or drugs since 1977, and persons
who have been their heterosexual partners within 12 months.

o Persons who have had, or been treated for, syphilis or gonorrhea (Clap, the Drip,
Strain, Louies, Bad Blood) during the preceding 12 months.

0 Persons who have received a transfusion of whole blood or a blood component within

the past 12 months. b

The Blood Bank of Alaska is not a diagnostic service. There is an interval during early
infection when the HIV antibody test may be negative although the infection may still
be transmitted. If you are interested in your HIV antibody status, the Public Health
Service located at 825 L Street provides testing and counseling for a nominal charge
which may be waived if necessary. Call 343-4611 for additional information.



BONE MARROW DONOR HEALTH HISTORY

NAME: DATE:

SOC. SEC. No. DATE OF BIRTH:

LY N Are you between the ages of 21 and 557

2. Y N Are you in good general health? _

3. Y N Have gou read and do you understand the "AIDS Information Sheet" and
the "Bone Marrow Donor Information” handout?

NOTE. "YES" answers to the questions below do not automatically disqualify you. Please
explain any "yes" answers in detail in the space provided below so your response can be
properly evaluated.

4. Y() N ) Ib-llaved;/ou ever been refused as a blood donor or had problems donating
004

5 Y() N ) Hﬁve you gver had cancer, diabetes, blood disease, or other chronic
ilinesses?

6.  Y() N( ) Have you ever hadchest pain, shortness of breath, heart attack, or
other heart disease?

7. Y() N( ) Have you ever hadhepatitis, yellow jaundice, liver disease, or a
positive test for hepatitis?

8. Y() N( ) Have you ever hada positive test for AIDS antibodies? Have you ever
been ‘exposed to anyone with AIDS or with a positive test for AIDS
antibodies? (Please refer to the AIDS Information Sheet.)

9. Y( ) N( ) Ha'e you received any blood transfusions or tattoos during the past
12 months? M&r.
10. v() N( ) Have you ever had malaria, or taken preventative medicine for malaria?

1. vy¢) N ) In the past month have you taken any prescription drugs? (list below)

12, v¢) N ) Have you ever taken pituitary growth hormone or the medications
Accutane or Tegison?

13. Y( ) N ) Have you ever taken drugs by needle not ﬁrescribed by a physician, or
have you ever had sex with someone who has?

14, vf ) N ) Have you taken clotting factor concentrates for a bleeding disorder
such as hemophilia, or have you had sex with someone who has?

15, Y() N( ) Have you had, or been treated for, syphilis or gonorrhea in the
past 12 months?

16.  Y() N ) Have you taken money or drugs in exhange for sex any time since 19777

17 Y() N( ) Have you %iven money or drugs to someone to have sex with you at any
time ‘in the past 12" months?
18. Y§ % N MALES.  Have you had sex with another man since 1977 (even one time)?
( N FEMALES:  Have you had sex with a man who has h«d sex with another man
(even one time) since 19777

19. Y( ) N ) Were you born in or have you moved to the U.S. from Sub-Saharan Africa
or the islands close to that part of Africa, or have you had sex with

someone who has?

EXPLANATION(S) TO ,fYES™ ANSWERS (except No. 1,2,&3):

SIGNATURE FULL NAME
(please print)
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CONSENT TO JOIN A VOLUNTEER MARROW DONCR REGISTRY

SUBJECT'S STATEMENT

You may perform HLA typing on a research blood sample drawn from me. | agree to
allow ay naae, HLA typing information, and results of any virology testln(_z to he
Blaced into a local Tegistry at the Blood Bank of Alaska and also” at Puget Sound

lood Center. | understand that my HLA type, but not my name, will also be
entered into a national registry. |'will not be charged for having my blood HLA
typed or for having my HLA type'entered into the registries. | may be contacted
by the local registry personnel about further blood drawing and tissue typing if
n patient who may benefit from my bone marrow is identified. This Tegistry
consent does not place me under any obligation to proceed with the donation
process. | voluntarily consent to ‘participate in this study. | acknowledge
receipt of a signed copy of this consent form. | have had an oPportunlty to ask
questions. | understand that future guestlons | may have about the research or
about subject’s rights will be answered by a Blood Bank of Alaska representative.

SUBJECT'S SIGNATURE:

DATE:

cc.  Subject



TEN COMVION IONS ABOUT THE
NATIONAL I\/IAR%FM\D? PROGRAM

1 What is the National Marrow Donor Program (NIVDP)?

The Natiod Marow Do Progam |sanel\/\uk ransplant

Centers (Who for
donors gafety(?rearﬁ derru ity), Oollectlon anters msdcal oenters V\hICh

mest our standarcs for marrow “Collection Reautrrthraps
asasttfeNVDDlnreaumngnandmzeetsforﬂEmuonal v mary

NVEP Donar Canters dso ag aggressive requtment ams of the

WeNVDDCoordnanrgOerterls located in St Paull, I\/Nadﬂecmp[mzed

Re%slry 2 et e thversny Ofeverrrrﬁ'ilOla tre UR%?BIF/Y&I:I IS ae of te nost

JlIbJCBIGd In ’d’e V\m NVLCP hes a ocntra:mal relatioship with the
mﬂw tre Natiodl Heart, Lung, ad Blood Institute, to

I\NDDhasmaYbemlneastemeQmeMardhasepenemdraad
ly in

tre last six months.  This hes lben neck possible becase
&.Ia% o o%lers T O S P Foore s &
a Adnrrg%Jmall,NVDDChaimmaftmEgl%dms

%trﬁtﬂegoallsﬁtrammtsaday.

Weé arc also a research organization, studying tre effi of mamow

Trarslat a eee Tt NP Tee aeated & berk’ of ol lire
samples which hes_ the, u-nual for offering exciting insights into blood
diseases ad geretic disoro

NVDP is fered in Cog

Blood Institute o%emedﬁr&quua Health). Tl“e%wggo
solicits charitablle contributions for assstame in typing volunteers ad
recruitment efforts.

2 How many donors are an the Registry?

By the midde of 190 over 200000 peode have volunteered
ac incduded in te eglstry Thet rmber is_ doubled when you, iIndude
volunteer donars from Other ountries, ad it is equected © Gontinue to
nationally and  internationally.

Volmteen to e a donor is ot gopropnate for everyone becase of tre

ciete S 5 T8 Arodtey 24 o Mgt Sy ad e e
YoM

V\rmasp?éu ﬂermrraNfrdntrebedsia%ftfe IC

bcre ﬂedlsoaﬁatfellafter doretion hes not been a ngar issle with




NMDP Common Questions
Page 2

da“ersfaﬁforafaNdays theres awer&ssdacnbedassmolrarﬁigﬂefeehrg

cnloamyourdcm erc). Honever,
factar. ts thet"all of s volunteer donors are beven 18 ad % adl
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Marrow transplants are being considered for patients with other types of
cancer and other blood diseases. For example, research is being conducted to
determine the efficacy of using marrow transplants to treat patients with
Sickle Cell Anemia, AIDS and other genetic blood disorders. It is too earlv to
speculate .about ihe potential success or -failure, of. these. .rescar™b  clxis.
NMDP officials continue to monitor these medical developments.

4, What's the Success Rate?

The standard answer is not a concise one. Early data indicate that the success
rate is between 30 and 80 percent, depending on the disease of the patient
being treated, stage of disease and age and condition of the patient.

Initially, many patients who chose transplantation made that choice after all
other options had been exhausted. This resulted in less than physically ideal
circumstances for the patient, who may have been weakened by many rounds

of chemotherapy or the disease itself.

The rigorous pre-transplant conditioning can be fatal, as marrow
transplantation has become a more common treatment, patients are being
referred for transplant earlier. In general, early referral and a "quick
match" assures a better outcome for the patient. Although the data is
preliminary, it appears that unrelated donor transplants may have the same
success rate as sibling transplants.  Withrelated donors,the chance  of success
can be as high as 90%, depending on the patient'sdisease and stageof disease

at the time of transplant.

If the patient is alive and well three to five years after transplant, the
probability of disease coming back is remote. There are patients currently
alive and well nineteen vyears post transplant. Among patientsreceiving
unrelated donor transplants, the longest living survivor is over seven years
post transplant. NMDFs first transplant was done on December 15, 1987. It
will be at least two to three years before NMDP can offer definitive numbers

regarding success rate.

5. Does everyone who needs a transplant receive one and how
much does it cost?

No. many patients are not referred for transplant, currently cannot find a
matched donor or arc too ill to undergo a transplant once a match is found.
Other patients are not insured or undcrinsured and cannot afford or choose
not to undertake the expensive and exhaustive process. Currently. NMDP is
finding matches which result in transplant for 20% of the patients who search

the NMDP Registry.

The average cost is approximately S150,000. From initial studies, marrow
transplantation is more cost efficient than maintenance or “palliative”
procedures which must be undertaken numerous times. Also a marrow



NMDP Common Questions
Page 4

transplant can cure if successful. For a leukemia patient or an aplastic
a]rclemiaa tient, other treatment usually only temporarily treats the symptoms
0 Isease.

Increasingly, health insurers are providing coverage/benefits for the cost of
unrelated  transplants as_their experts review data on the successes achieved
from this treatment. There is continuing concern over the hesitation by some
payers to cover the donor search process and by some state governments to
cover transplantation of any kind for medical assistance recipients.

Most of the cost of a transplant is the extended stay in isolation until it is
determined there is sustained cngraftment of the new marrow. About 10% cf
the overall expense is the cost of actually searching for an unrelated donor.
The search includes extended tissue typing (HLA typing)/cultures/donor
counseling and a thorough physical exam, marrow collection and transport.
NMDP continues to work with health care insurers to educate them about the
procedure and why this portion of the cost should also be paid by the company.

6. Does NMDP encourfage the efforts by individual families to
Increase the size of™ the registry?

With the help of Congress, the NIVDP wes established. The Program is hailed &s
a model for transplantation coordination and has progressed rapidly,

exceeding al of our preliminary goals and expectations. Because of this
SUCCESS, gma\ny American families who held no hope for a loved onehave now

placed their hope in Fnding a metchfor the special person in need.
To build a satisfactory donor pool, NMDP is in need of three basic elements;

A More Americans willing to offer the "living gift of life" by wvolunteering to
become a part of our Prorgram. Currently, there is an especially critical
need for minorities to volunteer.

B The funds (private and/or public) to pay for the typing test. It costs
c% partial

pproximately S65-S75 to typing of new recruits.  Of all the
nallenges confronting NIMDP, HLA test funding hrs been the toughest to

surmount.

C Time to allow other countries to establish their own registries.  This
worldwide effort offers the best hope for patients seeking a matched donor.
NMDP is vigorously encouraging development of registries in other
countries.

While NIVDP continues to seek private source funding to cover the significant
HLA typing costsand to expand the  registry internationally to allow for more
diversity of ihe donor pool, the organization isalso sensitive to the urgency
felt by patients waiting today. Meny families have launched local recruitment
efforts when a matched donor wes not immediately available through the

registry.

[@1})
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10. How do | become a donor?

The NMDP hasset up a network of NMDPdonor centers (local blood bank
organizations).  Coordinators at these centerscounselpotential donors and

work with NMDP when someone is identified as a potential match. Only the
donor center knows the name of a donor, assuring protection and anonymity
of the donor. However, these donor centers arc facing challenges and
limitations of time, space and funding for typing. NMDP continues to assist
these centers in overcoming these limitations.

Those who arc interested in volunteering may contact their local donor center
or call NMDP. In many communities, local drives arc held, spearheaded by an
individual family or one of NMDP's grassroots groups such as Heart of America,
NMDP's Donor Center Without Walls. Always, there is concern about raising
the funds to pay for the HLA typing of those generous enough to volunteer as
donors.  Personal and corporate contributions andsomefunding from blood

centers have been wused in these efforts.

If a newspaper, television or radio station chooses too inform  their audience
about where to call for more information, NMDP's public toll-free
number is 1-800/654-1247  For business-related calls to the NMDP, please

call 800/526-7809.



THE WHITE HOUSE

Dear Friends,

It is a pleasure to send this message of
gratitude and encouragement to all those who
are responding to the need for more volunteer
bone marrow donors throughout our country

Today, because of the generous spirit

of hundreds of thousands of Americans, many
patients with fatal blood diseases have received
the chance of a lifetime. This spirit has now
traveled to many other countries as well, thus
providing a larger pool of volunteer donors and
a sense that this world is a little bit better
because strangers are giving the living gift

of marrow. But so many more people are still on
waiting lists, hoping and praying that someone
w ill donate marrow that matches their own,

The National Marrow Donor Program is making it
possible to build this worldwide network of hope

and help.

| salute everyone who is participating in
donor recruitment efforts. May your commitment
bring each of you a sense of satisfaction that
you are part of a global lifesaving effort,

Warmly,
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